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Abstract
Background: AIDS continues to be the leading cause of death in South Africa. Little is known about the
experiences of mothers who have lost a young child to AIDS. The purpose of this qualitative study was to explore
the attitudes and experiences of women who had lost a young child to HIV/AIDS in KwaZulu-Natal Province, South
Africa.
Methods: In-depth interviews were conducted with 10 women who had lost a child to AIDS. The average age of
the deceased children was six years. Interviews were also conducted with 12 key informants to obtain their
perspectives on working with women who had lost a child to AIDS. A thematic analysis of the transcripts was
performed.
Results: In addition to the pain of losing a child, the women in this study had to endure multiple stresses within a
harsh and sometimes hostile environment. Confronted with pervasive stigma and extreme poverty, they had few
people they could rely on during their child’s sickness and death. They were forced to keep their emotions to
themselves since they were not likely to obtain much support from family members or people in the community.
Throughout the period of caring for a sick child and watching the child die, they were essentially alone. The
demands of caring for their child and subsequent grief, together with daily subsistence worries, took its toll. Key
informants struggled to address the needs of these women due to several factors, including scarce resources, lack
of training around bereavement issues, reluctance by people in the community to seek help with emotional issues,
and poverty.
Conclusions: The present study offers one of the first perspectives on the experiences of mothers who have lost a
young child to AIDS. Interventions that are tailored to the local context and address bereavement issues, as well as
other issues that affect the daily lives of these mothers, are urgently needed. Further studies are needed to identify
factors that promote resilience among these women.
Background
In 2008, there were approximately two million deaths
worldwide from AIDS, including 280,000 deaths among
children under 15 years of age. Sub-Saharan Africa
remains the most heavily affected region in the world
with 1.4 million deaths [1]. In South Africa, which has
the largest number of people living with HIV/AIDS in
the world, AIDS continues to be the leading cause of
death. In 2007, there were approximately 5.7 million
people living with HIV in South Africa, and 350,000
people died of AIDS in that year alone [2]. We do not
know the cumulative number of children who have died
of AIDS in South Africa or even how many children
died of AIDS within the past year. In the 2010 country
progress report on HIV/AIDS, the South African gov-
ernment acknowledged that the lack of reliable data on
infant mortality was a problem [1]. Recent estimates
indicate that 2.5% of children aged two to 14 years old
are living with HIV in South Africa [3]. For 2009, the
total number of new HIV infections in South Africa was
estimated to be 413,000, including 59,000 among chil-
dren [4]. KwaZulu-Natal continues to be the most
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any medium, provided the original work is properly cited.affected province in South Africa with 37.4% of pregnant
women living with HIV [3].
This article describes a study that explored the experi-
ences of mothers in KwaZulu-Natal who had lost a
young child to AIDS. The unwillingness of successive
governments in South Africa to deal effectively with the
AIDS epidemic - most notably the failure to provide
access to life-prolonging antiretroviral treatment (ART)
to people with HIV/AIDS - has resulted in the needless
deaths of many children and adults to AIDS [5]. For the
period, 2002-2005, it was calculated that more than
330,000 premature deaths could have been prevented if
the government had provided antiretroviral drugs to
people with AIDS, and 35,000 babies were born with
HIV because nevirapine was not administered to prevent
pregnant women from infecting their babies [6].
Since this time, ART has become more widely avail-
able to people with HIV/AIDS in South Africa, but
there continue to be problems with implementation. For
instance, recent estimates indicate that only 70,000 chil-
dren were receiving ART in 2009 out of 106,000 who
needed it [4]. Providing ART to children presents spe-
cial challenges, including the difficulty of diagnosing
HIV in children, faster progression to AIDS and death,
and challenges in developing appropriate and affordable
ART regimens for children [1]. Furthermore, a signifi-
cant number of children still have trouble adhering to
ART regimens [7].
Considering the high number of AIDS deaths in South
Africa, it is disappointing that the issue of AIDS-related
bereavement in the South African context has not been
adequately addressed [8,9]. Part of the reason may be
that there is little discussion in South African society
about AIDS deaths or acknowledgement that AIDS was
the cause of death when someone has died [10]. Only a
handful of studies on AIDS-related bereavement have
been conducted in the South African context and they
demonstrate the substantial impact that AIDS deaths
have had on surviving adults and children [11-13].
Methods
Participants
In this qualitative study, two distinct groups were tar-
geted for interviews. The first group consisted of 10
women in KwaZulu-Natal who had lost a child to AIDS.
The second group consisted of 12 professionals in Kwa-
Zulu-Natal who had experience working with children
and families affected by HIV/AIDS. Purposive sampling
was used for each group to select participants with a
range of experiences [14]. Several local community-
based organizations served as gatekeepers for locating
potential participants. The use of community gate-
keepers is particularly recommended when conducting
research with vulnerable families [15].
To be eligible for the first group, participants had to
be women who had lost a biological child under the age
of 18 years to AIDS. Participants in the second group
were selected based on their knowledge and experience
of working with children and families impacted by HIV/
AIDS in the region. They were professionals employed
in local non-governmental organizations, clinics and
hospitals in and around the city of Durban and nearby
urban area of Pinetown.
Procedure
Data collection took place from June 2008 to May 2009.
Participants in both groups were recruited and inter-
viewed until it was determined that no new themes
emerged from the analyses (i.e., a state of theoretical
saturation was reached) [16]. To put it another way, the
consistency and breadth of themes identified in these
interviews suggests that a sufficient number of inter-
views were conducted to give the analysis depth and
relevance. Semi-structured interviews were conducted
with participants from both groups. Interviews typically
ran for an hour to an hour and a half.
Participants in the first group were asked to describe
their experiences of losing a young child to AIDS and
how their present lives had been affected by the death
of the child. Participants in the second group were
asked to describe their experiences of working with
mothers who had lost a child to AIDS. All interviews
were scheduled at a time and place convenient for parti-
cipants from both groups and were conducted by
trained Zulu-speaking social workers. The importance of
establishing trust with participants was reinforced
among the trained interviewers, as was the need for the
voices of participants to be heard and to be aware of
one’s own feelings and prejudices [17].
All interviews were conducted in isiZulu and recorded.
They were transcribed verbatim and translated into
English by the interviewers. The suggestions of
Horowitz, Ladden and Moriarity [15] were followed by
communicating the relevance of the study to potential
participants, making the data collection process as user-
friendly as possible, stressing that all views and perspec-
tives were welcomed, and providing appropriate
reimbursement to participants. In acknowledgement of
their contribution to the study, participants in the first
group were paid R70 (approximately $10) after complet-
ing the interview. Professionals in the second group
received no compensation for their participation in this
study. Being mindful that the interview process could be
stressful or even traumatic for participants (in both
study groups), the interviewers solicited feedback from
participants about how they were feeling as a result of
the interview, and referrals to local mental health
resources were made when needed.
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A thematic analysis was employed in this study. Tran-
scripts of the interviews were carefully read, and pat-
terns and themes were identified. Following the coding
procedures outlined by Strauss and Corbin [16], phe-
nomena were grouped into categories of like meaning
and the contents of the categories were compared
between and within interviews. There was a continuous
process of collecting data and comparing data with pre-
viously coded data. The qualitative software programme,
NVivo8, was used to mechanically code and facilitate
the analysis of the transcripts of the in-depth interviews.
Software programmes such as this facilitate hierarchical
or “tree-like” coding and analysis of large amounts of
text across multiple themes [18]. To ensure trustworthi-
ness [19], the research team discussed coding, themes
and key findings until consensus was reached.
Ethical considerations
This study was approved by the institutional review
boards of the University of KwaZulu-Natal in South
Africa and Lehman College in the United States. Bearing
in mind that some participants in the first group
(mothers) could be illiterate or have poor reading com-
prehension, as well as the fact that there was a risk of
these participants’ names being linked to consent forms
in a country with high HIV stigma, oral informed con-
sent was obtained from these participants, instead of
written informed consent. Prior to each interview, the
interviewer followed a prepared script (written in isi-
Zulu), which they read to each participant advising
them of the purpose of the study and requesting their
permission to audiotape the interview. Participants were
advised that whatever they said would be kept confiden-
tial and that they were free to stop participating at any
time. Written, informed consent was obtained before
each interview from participants in the second group.
Results
Participants from the first group (mothers) ranged in age
from 25 to 60 years and the mean age was 30. All were
HIV-positive, black women who lived in the province of
KwaZulu-Natal. Two were married, two were widowed,
four had partners, and two were single. One-half of parti-
cipants were receiving ART. One participant had com-
pleted high school and the rest had completed only a few
years of primary schooling. One participant had a tem-
p o r a r yf u l l - t i m ej o ba n do n eh a dap a r t - t i m ej o b ;t h e
other participants were unemployed and had not been
able to find formal employment in several years.
Two participants lived in their own homes and eight
stayed with relatives. The number of people living in
each household ranged from four to 13 with an average
of six people in each household. Most participants
depended on child support grants or old age pensions
from grandmothers. They sometimes received financial
support from other family members or partners, but this
was sporadic. Participants had, on average, two surviving
children. The deceased children were, on average, six
years old at the time of death, and the average time
since the death of the child was two years prior to the
study. All participants had lost one child to AIDS,
except one participant who had lost two children: a one
year old and a four year old.
In the second group (key informants), two participants
were male and 10 were female, and their average age
was 44. Six participants were counsellors, four were
nurses, one was a social worker and one was an AIDS
project coordinator. They had, on average, six years of
professional experience working with children and
families impacted by HIV/AIDS.
Six main themes emerged from the data analysis and
are described in the pages that follow: caring for a sick
child; the moment of death; relationships with health
professionals; daily stresses; coping; and support.
Caring for a sick child
Some women reported that their child was ill for a very
short period of time and then died. This mostly
occurred among infants. A few weeks or months after
giving birth, the woman would notice that her child was
not looking well, the child would be hospitalized, and
then die a few days later:
There were no signs at all that she was going to die.
S h ew a sg r o w i n gu pv e r yw e l ll i k ean o r m a lb a b y .
She was just attacked by the flu. I took her to the
hospital and it was the end of her. She died. [Partici-
pant 3]
N o ta l lw o m e ni nt h i ss t u d yw e r ea w a r eo ft h e i ro w n
H I Vs t a t u sb e f o r et h e yg a v eb i r t h .S o m eh a dn o t
returned for their HIV results after been tested at the
antenatal clinic out of fear that they could be HIV posi-
tive. Some women minimized or overlooked symptoms
in their child and only sought medical care for the child
when the disease was in its advanced stages. Among the
key informants interviewed there was a great deal of
frustration that the stigma and secrecy surrounding
AIDS in South African society continued to cause many
needless deaths among children:
They just pretend as if everything is normal. They
don’t test their children after giving birth. They just
pray for miracles to happen, no matter how you edu-
cated them on the importance of testing their chil-
dren at birth. They take action when the child is sick.
In most cases, that is too late. [Key informant 4]
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ing of all children as a solution to the problem of par-
ents not testing their child or testing the child too late
due to stigma. The other consequence of stigma men-
tioned was parents’ failure to ensure that their children
adhered to treatment, sometimes resulting in the death
of the child.
Not all family members are made part of the caring
of the child ... Some parents or caregivers are too
preoccupied with hiding the fact that the child is
sick and cannot therefore fully comply with support
services and other available resources of a sick child.
[Key informant 3]
But there were women who knew their HIV status
and the cause of their child’s illness, and they did every-
thing they could to get their child appropriate medical
care, as challenging as it was. Frequent hospitalizations
and watching the child’s health deteriorate took its toll
on these women:
What stressed me so much is that I did not know
h o wt oh e l ph e r .T os e eh e ri np a i nw a st h em o s t
painful thing to me. [Participant 5]
Their sense of helplessness was aggravated by guilt for
causing the child’s sickness, as well as feeling unsup-
ported during this stressful time. Typically, the only per-
son they could rely on for any kind of help was their
own mother. The child’s father was usually absent from
the picture, either because he was dead or he had aban-
d o n e dt h em o t h e ra n dc h i l d .T h i sc a u s e da n g e ra n d
resentment among the women:
The father of these babies are not supportive ... they
have children all over but they do not bother about
caring for their children. Their children are like
mushrooms, I am telling you ... I am not sure
whether they even realize the pain that they cause us
and the suffering they cause to the children. [Partici-
pant 1]
Having little to no support from the child’sf a t h e r ,t h e
women struggled to make ends meet each day and wor-
ries about money created another layer of stress and
impacted their ability to care for the child, especially
during long hospital stays:
When my daughter was sick, I was the breadwinner.
Even though she was sick, I had to leave her alone
and go and sell vegetables so that we can have food
on the table. I did not have anyone to help her. I
used to think that if there someone at home working
and bringing in income, I was going to provide bet-
ter care to my daughter. I was going to stay at home
and look after her. That is what makes me feel guilty
and have lots of regrets. I did not provide better
care. [Participant 1]
A few women had no-one to help them either emo-
tionally or financially during this period, and talking
about it brought back strong memories of being over-
whelmed. Some were philosophical about going it alone
and had no expectations of receiving support from any-
one, but for others, the feeling of rejection still hurt:
Ay sister, I suffered. No-one from my own family
and from my child’s family supported me (crying).
[Participant 2]
The moment of death
Dredging up memories of the last moments with their
child was very painful, yet the women proceeded to
describe in detail the moment their child died. All of
the children died in the hospital and all women, except
one, were present at the time of death. In most cases,
the woman was alone with no other family members
present. The initial reaction to the death of the child
was one of confusion, shock and disbelief. The following
statement illustrates a mother’s final moments with her
child:
She passed away in front of my eyes; then they
quickly asked me to leave the ward. I was not pre-
pared to deal with it. My mind was still telling me
that maybe the doctors were still going to do some-
thing to revive her. I was confused. She managed to
calm me down. She died in front of my eyes in hos-
pital ... That is the day I will always remember. It is
still fresh as yesterday. [Participant 1]
None of the women talked about being allowed to
spend time in the room with their deceased child. The
goal of the medical staff seemed to be on removing the
mother from the room and taking her elsewhere to
calm her down. While some women recalled a social
worker or counsellor speaking to them briefly after their
child died, this was not usually the case. Typically, the
woman called a family member to have them pick her
up or she left the hospital alone shortly after the child
died.
Relationships with health professionals
The women reported mixed experiences dealing with
doctors and nurses on medical appointments and when
their child was in the hospital. Sometimes the quality of
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hospital they went to. Some women remembered inci-
dents that still made them angry. A common complaint
was being required to sit with their child for long peri-
ods of time at the hospital while waiting to be seen by a
doctor and being ignored even when the child was
clearly in distress:
We were sitting with the child in the hospital
benches ... He was not offered even a bed ... The
child could not even sit up straight. He was vomiting
and had diarrhoea at the same time. He also had
stroke in his one side. They only put him on a drip.
We called for their attention when the drip was fin-
ished. No one cared or responded. The child was
bleeding. I said, “You see, this is a waste of time.” At
12 we left for home. We took the drip off the child
on our way home. [Participant 8]
After the child was admitted to the hospital, the qual-
ity of care was a problem for some women. Nurses did
not change feeding tubes or did not bath their child,
and it was often left to the mother to perform these
tasks. Several women exclaimed that nurses “just sit
there” and that the only time the nurses responded was
when the mothers complained. Not being told what was
happening to their child caused frustration and heigh-
tened their anxiety. Several women took their child out
of the hospital and returned home because they were so
dissatisfied with the treatment and the attitude of the
medical staff. One woman related this incident:
The doctor did not treat my child’s situation as an
emergency. She was supposed to hurry up. When
she arrived, she ... was supposed to be caring and
supportive. Do you know that during the time when
my baby was vomiting blood, the doctors ordered
me to carry her? I carried her and blood was coming
from everywhere. Ay, no one helped me. When I
was calling nurses, they were ignoring me. No one
helped me. [Participant 5]
Conversely, some women were satisfied and grateful
for the way the medical staff treated them and their
child. There was recognition of how overworked the
medical staff was, and it meant a lot to them when
nurses kept them updated on the progress of their child
or found time to comfort them. But overall, communi-
cation, or rather a lack thereof, by medical staff was a
common complaint; it made the women feel both
powerless and disrespected. In addition, little to no sup-
port or counselling was provided by social workers or
counsellors at the hospital, either before the child died
or after the death.
Key informants in this study expressed a deep com-
mitment to their work and clearly understood the con-
text in which these mothers lived and the challenges
facing them. The issue of scarce institutional resources
was a common concern among key informants, as well
as the lack of a coordinated response in addressing the
needs of these mothers. The issue of grief was fre-
quently not addressed by service providers because
these mothers were primarily concerned about meeting
urgent daily needs, such as food and shelter, and also
because service providers sometimes felt ill prepared to
p r o v i d et h i st y p eo fc o u n s elling. Key informants
acknowledged the importance of helping these mothers
to open up and to talk about their loss while simulta-
neously helping them with their daily needs. They
expressed some frustration that these mothers were not
aware that they needed to take care of their psychologi-
cal needs as well:
These parents need to acknowledge their pains. They
need to talk about their loss. When their children
are sick, they need both material and emotional sup-
port. [Key informant 6]
Daily stresses
Besides the trauma of losing a child, these women were
confronted with circumstances that compounded and
sometimes overshadowed their grief. Most of the
women had experienced periods of being very ill and a
few had nearly died. The death of a child reminded
them of their own mortality. They worried less about
dying and more about what would happen to their sur-
viving children if they died. But most of them tried not
to think about it and preferred to stay focused on the
present and caring for their surviving children:
If I think about death now, I won’t reach where I
want to be. [Participant 4]
Some women had given birth to another child since
their loss and now worried about this child’s health,
w h i l es o m ew e r ed e a l i n gw i t ho t h e rc h i l d r e nw h ow e r e
HIV positive and sick. Some women had not had their
other children tested for HIV or were too afraid to
return for the results.
It was difficult for the women to talk to their children
about the loss of their sibling, especially that their sib-
ling died of AIDS. Most women were waiting for the
right time to talk to their older children about this, but
admitted that they were procrastinating and felt that
they did not know how to do it. While their children
were aware that their mother and sibling had been sick,
they were not told it was HIV related.
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among people they knew in their local community, were
common, yet the nature of the death was rarely
acknowledged or discussed because of stigma. Most
women had trouble estimating the number of funerals
they had attended in recent years for people who were
known or suspected to have had AIDS. They made it a
p o i n tt on ol o n g e ra t t e n df u n e r a l s ,e x c e p tf o rf a m i l y
funerals, and tried to put funerals and death out of their
minds. When asked if they knew of other mothers who
had lost a child to AIDS, most replied that they did not
because it was not talked about.
Problems relating to other family members were a
source of great concern. Most women had a partner who
was usually the father of one of their children, but most of
the time the partner lived elsewhere and they complained
about him having multiple girlfriends and neglecting
them. Besides not providing them with enough money to
care for themselves and their children, these women also
had to deal with such issues as alcoholism, domestic vio-
lence, and sexual coercion by their partners.
But the most dominant daily worry of these bereaved
mothers involved being impoverished: finding money for
food, shelter, school fees and so on. Typically, they had
few sources of income and they relied on their husbands
or boyfriends, as well as their mothers, for money. A
couple of women earned a little money selling beads or
produce or working part-time as a domestic worker.
Jobs were scarce and a lack of education and skills,
together with health problems, meant that most women
had been unemployed for many years. The only regular
source of income was a small monthly government
grant that some women received for a sick child, or they
relied on a grandmother’s old age pension. Households
typically consisted of five to 13 people, and the woman
and her children lived in a relative’s house. Food was
scarce and households were simply unable to support all
their members. The following statements illustrate the
burden of poverty:
In my family we are very poor ... Food is not always
available. We sometimes sleep without food. Even
my baby goes without food if I have no money to
help her. [Participant 3]
Ay, my life is just full of problems ... Whatever
money I get, I have to try to meet all my kid’sn e e d s
and food. There is nowhere to take a cent from.
W h e nIb u yat w ol i t r ec o o ld r i n kf o rm yk i d s ,t h e y
become happy for that day and I become happy with
them. I tell them that things will be better in future
and I will be a good parent ... I have faith because
my partner still provides us with porridge. [Partici-
pant 8]
Coping
The loss of a child was devastating and some women
did not want to go on living. It was only the fact that
they had other children to worry about that prevented
them from giving up. After the child’s death, the women
assumed responsibility for the burial of the child, some-
times relying on their mothers or another family mem-
ber to help with the expenses. In only a few cases, the
father of the child helped with funeral arrangements or
expenses. In several cases, the father did not even attend
their child’s funeral.
Almost without exception, the women kept their grief
to themselves, not because of an unwillingness or inabil-
ity to confront their loss, but more as a matter of survi-
val. Because of the context in which they lived, the
women had no choice but to contain their grief and
focus their emotional and physical energy on coping
with the hardships of daily life. When asked how they
were feeling during the interview, the reaction was typi-
cally that talking about their loss reminded them of
what happened in the past. They acknowledged that
past efforts to suppress their grief were not always suc-
cessful. No matter how hard they tried to forget and no
matter how long ago their child died, certain things
would remind them of their loss, and the pain would
return.
Despite their best efforts toc o n t i n u e ,t h ew o m e nf e l t
overwhelmed by sadness and despair and they no longer
felt they were the same person. They felt that they were
more irritable and short-tempered, had problems sleep-
ing, and except for their children, they derived little
happiness out of life. They were worn down by negative
attitudes in society toward people with HIV/AIDS and
they felt unloved. Life had not turned out the way they
had hoped and there was little chance things would
improve in the future for them. One woman carried her
daughter’s death certificate around in her bag, even
though her daughter had died two years previously. She
did so to remind herself of her pain. The following
statement illustrates the way many of these bereaved
mothers felt:
I cannot focus on the past. I have to find a way to
manage these feelings when they come ... Even now
her space is still there. Her death is still fresh in my
m i n da n dh e a r t .I tl e f ta ne m p t yh o l e( s o b b i n g ) .
[Participant 1]
African cultural tradition prescribes that when a child
dies, the family and community rally around the mother
for a few weeks, sitting with her, bringing food, cleaning
her house, in addition to talking about the pain of the
loss. And supposedly by the time of the funeral, family
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ready to let go of the deceased child. Several key infor-
mants mentioned the urge of mothers to move on after
the death. Times have changed and key informants
acknowledged that communities were no longer tight
knit and members often did not know one another.
Consequently, there was a greater need for mothers to
turn to outsiders for assistance with their grief. Key
informants stressed the importance of providing oppor-
tunities for the mother to talk about her loss and to not
hold it in.
Support
The women in this study perceived there to be few
sources of support available to assist them with their
loss. Some could not identify a single person that they
could talk to about their loss. They harboured no expec-
tations of their families in this regard. In most cases,
they could only talk to their mothers, but even then,
AIDS was often circumvented. Some women derived
strength from prayer and obtained some measure of
support being with other members of their church, but
they seldom disclosed their status or revealed the cause
of their child’s death to church members for fear of
being ostracized.
The value of talking about one’s feelings was recog-
nized by some women and when asked if they would be
interested in joining a support group for mothers who
h a dl o s tac h i l dt oA I D Si fi tw e r et ob ec r e a t e d ,m o s t
expressed interest. They looked forward to the opportu-
nity of talking to other women who were in similar
situations and they felt it would make them feel less
alone. The idea of making friends was appealing, but
some reservations were expressed about confidentiality
and there were concerns about the cost of transport. As
one mother explained, “I sometimes can’t even afford a
loaf of bread.” From the mothers’ perspective, financial
concerns took priority over the need for counselling.
They desperately needed help with food, clothing, school
fees and caring for their children.
Key informants acknowledged that interventions
needed to incorporate both financial and emotional ele-
ments and a suitable option would be an income-
generation project that provided mothers with the
opportunity to share their loss with other mothers while
working on something like beadwork or a vegetable gar-
den to earn income:
Most of our clients are unemployed, come from
p o o rf a m i l i e s .W ef e l tt h a tw ec a n n o te x c l u s i v e l y
meet their emotional needs without material assis-
tance. We have created an environment where we
can talk about their problems and at the same time
attending to their pressing bread and butter needs.
[Key informant 6]
K e yi n f o r m a n t sb e l i e v e dt h a ti tw a si m p o r t a n tf o r
these mothers to receive emotional or psychological
support, but that mothers were frequently unaware of
services available. Mothers should be provided with
money for transport costs, as well as offered food, since
they often travelled long distances on empty stomachs
to the organization. Key informants felt that they needed
to do a better job of educating mothers about the bene-
fits of receiving counselling and support, as well as mak-
ing these services more accessible, but a lack of
organizational funds and a shortage of mental health
professionals made it difficult to do so. The following
statements highlight the views of key informants with
regard to providing counselling to these mothers:
People like me and you understand the importance of
counselling but the people that our organization deals
with ... the majority ... are poor and uneducated people
who worry more about the physiological needs than
counselling. [Key informant 4]
They don’t recognize the importance of attending to
the emotional self. They place most emphasis on the
physical self and neglect the emotional self ... They
normally come to our agency for poverty-related
conditions. During the conversation you then learn
about a sick child or a deceased child ... I think peo-
ple need to realize that they need to tell us how they
want to be helped. We cannot help them if we don’t
how they want to be helped. [Key informant 6]
Discussion
This study represents the first known study about the
bereavement experiences of women who have lost a
young child to AIDS in South Africa. The issue of HIV
stigma had a profound influence on the bereavement
experiences and daily lives of the women in this study.
People with HIV/AIDS have been stigmatized worldwide
since the beginning of the epidemic. HIV stigma
remains a major obstacle to prevention, treatment and
support efforts for people affected by HIV/AIDS in
South Africa [20]. In the present study, societal hostility
toward people with HIV/AIDS caused the women to
delay getting themselves or their babies tested, to not
seek out medical treatment for their child in a timely
manner, and to not get the support they needed to cope
with their child’s illness and subsequent death.
Based on these women’s experiences, it is evident that
as a society, South Africa has still a long way to go to
effectively address HIV stigma and to reduce its impact
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HIV/AIDS. A study of women living with HIV/AIDS in
the Western Cape Province of South Africa showed a
relationship between those who experienced more HIV
stigma and severe post-traumatic stress, depression, a
low quality of life and fear of disclosure [21]. A study of
older adults in the Eastern Cape Province of South
Africa reported high levels of grief associated with the
death of children and/or grandchildren to AIDS, with
stigma being the most important predictor of grief [22].
Getting through each day was a challenge for the
women in this study. They had to fend for themselves
for the most part since there were few people they
could count on for support, whether it be financial or
emotional support. Families impacted by AIDS deaths in
South Africa could benefit from making greater use of
mental health services. At the same time, there exist
barriers to seeking this type of help, such as stigma, lack
of awareness of resources available and the perception
by people that physiological needs and issues of daily
survival take priority over mental health needs. In a
study among residents in a South African township,
additional barriers that were cited in terms of using
mental health resources were mistrust of mental health
professionals, doubts about the nature and value of psy-
chotherapy, and concerns about the ability of profes-
sionals to be culturally sensitive [23].
The emotional and physical burden on these bereaved
mothers warrants further investigation, especially in
light of their HIV status and associated health issues.
The evidence suggests that bereavement distress is likely
to be greater among HIV-infected individuals than non-
infected individuals [24,25]. Furthermore, grief reaction
may be more severe among HIV-infected bereaved indi-
viduals who are sicker [26]. As a result of the absence of
social support and faced with urgent problems related to
their socio-economic circumstances, the women in this
study spent most of the time repressing their grief. This
did not mean that they did not have moments of
extreme sadness, but they felt that they had no choice
but to put aside their grief so they could have the
strength to deal with the hardships of daily life.
There has been growing support in recent years for
the view that most people are resilient and are naturally
able to cope with the most adverse circumstances with-
out experiencing a significant disruption in daily func-
tioning or requiring psychotherapy [27]. Resilience is
defined as “the ability of adults in otherwise normal cir-
cumstances who are exposed to an isolated and poten-
tially highly disruptive event, such as the death of a
close relation or a violent or life-threatening situation,
to maintain relatively stable, healthy levels of psycholo-
gical and physical functioning” [28]. It would be useful
for future studies to measure the extent of resilience
among these women and, more importantly, to examine
which factors promote resilience among them.
An important gap in our knowledge is how resilience
varies across cultures. Using the concept of resilience
for examining and understanding the experiences of
w o m e ni nA f r i c aw h oh a v el o s tac h i l dt oA I D Sw o u l d
also help us learn how cultures other than those in wes-
tern countries effectively (and perhaps ineffectively)
cope with extreme adversity. We are still learning about
what factors promote resilience, but preliminary evi-
dence shows that resilience tends to occur in people
who have the personality traits of hardiness and self-
enhancement, those who are repressive copers and
t h o s ew h oa r ea b l et oe x p r e s sp o s i t i v ee m o t i o na n d
laughter [29].
In the present study, these women certainly displayed
enormous strength and courage in confronting very
challenging circumstances and they were able to express
positive emotions and possess hope for the future, and
it would appear that they possessed qualities consistent
with those who have hardy personalities. There was evi-
dence of repressive coping, but it is unclear to what
extent this was natural emotional response and to what
extent it was the only way these women could cope in
light of the absence of support and the need to address
more urgent daily needs of survival. These women did
not appear to display extraordinary high levels of self-
esteem, narcissism or an unrealistic sense of their
strengths, which have been associated with the self-
enhancement trait [28]. But they also did not dwell on
their personal limitations and in a sense, they assumed
the role of superwoman because there was no alterna-
tive. No-one was coming to their rescue and they had to
rely on themselves to deal with their loss and to meet
the needs of their surviving children. Future research on
resilience needs to more accurately assess the pathways
to resilience, especially in contexts that are vastly differ-
ent to countries in the west.
In this study, mothers assumed total responsibility for
their sick child while the father was excused of all
responsibility by virtue of having abandoned his family.
This is a problem that is endemic in South African
society. Throughout the epidemic in South Africa, the
burden has fallen on women to be involved in HIV pre-
vention, treatment and support efforts. Men are very
difficult to reach and to get involved in community
initiatives around HIV/AIDS. Many men have eschewed
responsibility in transmitting the virus and for caring for
loved ones who are sick. To a large extent, cultural
norms have encouraged this. It is essential that men
begin assuming more responsibility in the care and
support of people with HIV/AIDS, and interventions
need to be developed that clearly involve men in these
activities [30].
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negative experiences with healthcare professionals dur-
ing the time their child was sick in the hospital. A study
of patient and provider perceptions in public health
clinics in the KwaZulu-Natal and Gauteng provinces in
South Africa revealed that there were gaps in HIV/AIDS
knowledge among healthcare providers, and patients
reported mixed experiences with the quality of care
[31]. What was especially troubling in the current study
was the minimal amount of support given to these
women by hospital staff at the time of the child’s death
or after the death. Referrals were seldom made to com-
munity resources to help these women with their grief
or to help them with practical matters, such as funeral
arrangements. In essence, many of the mothers felt
abandoned by the hospital.
Conclusions
With the recent push to increase access to ART for peo-
ple with HIV/AIDS in South Africa, the outlook for
HIV-positive mothers and their children is more pro-
mising than ever, and hopefully, we will soon see a
sharp decline in AIDS deaths. In the meantime, the
needs of these women and children deserve top priority
and medical treatment needs to be combined with
appropriate psychosocial support.
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